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Executive Summary

This deliverable shortly describes the initial set-up of the EURAS public project website with screen-
shots of the main pages attached in the annex.

1 Introduction

Providing information about EURAS’ objectives and work as well as the results achieved over the
course of the project’s lifetime is of utmost importance to foster the project’s success.

The EURAS public website is the project’s predominant tool for communication about the project and,
in the end, for disseminating results aiming at reaching the broader public as well as stakeholders and
scientists in the field. The aim is to create continuous awareness of the project’s activities. The public
project website is part of WP8 “Innovation management & patient engagement”.

2 Description of Activities

The EURAS website is directed at the general public, but also targets different stakeholder groups with
an interest in the project, its activities, progress, outcomes and innovations. Such stakeholders include
the scientific community, health care professionals and in particular clinicians, RASopathies and rare
diseases patients as well as their families and caregivers, further interest groups such as govern-
ments/ministries of health, the medical industry and regulatory bodies.

The website offers a project introduction including key facts about EURAS. In addition, it offers back-
ground information about:
e the research, including the project’s approach, objectives and work package structure,
e the consortium members,
e the patient organisations that are part of the patient board,
e information for patients on the project as well as on how to get involved via the European
Patient Registry of RASopathies (PATRAS), which is one of EURAS’ objectives,
e and news about the project activities, such as project-related events and news, as well as links
to EURAS’ social media channels.

The funding acknowledgement, imprint (including the mandatory disclaimer), privacy statement and
entry point to the password protected intranet (Project Management Platform, see D1.1) are accessi-
ble at the bottom of the website on all pages.

The different sections are available in tabs in the main navigation panel with drop-down menus to
subpages or in boxes on the home page or starting pages of the sections.
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3 Results

The project website offers the following main features and information (provided as screenshots in
the annex):

1. Home: Main page and entry point to the EURAS website providing the key facts and a short intro
to the project

2. Research: Provides information about the project’s approach, objectives, work packages, includ-
ing a more detailed description of each work package, and a project timeline

3. Team: Provides information on the EURAS partner institutions and their teams — including an in-
teractive visualization of the partners’ locations, information on the EURAS Patient Board Network,
where all patient organisations present themselves on an individual page; the EURAS Advisory
Board page will be added soon

4. For Patients: Given that patients are central to the EURAS project, which was initiated by parents
of RASopathies patients, the website offers one section that is dedicated to patients; here the
project’s approach and its objectives are summarized in more inclusive (i. e. laymen) terms, to
make it more accessible also to a non-scientific community; in addition, the European Patient Reg-
istry of RASopathies (PATRAS) is introduced at the “Get involved” section with a link to the register

5. News & Events: Frequently updated section with news and events from the consortium and gen-
erated from subject-related content

6. Contact: Provides the main project contacts

The website went online on 19/07/2023. The sections described above have been added by the end of
September. The website has been developed by a professional communications team at EURICE to-
gether with the coordinator (UKER) and has received feedback from the EURAS Communication Com-
mittee that includes patients’ perspectives via partner PA (Syngap Elternhilfe e. V.). The website can
be accessed via https://euras-project.eu/.

4 Conclusion

The website as well as the social media accounts provide information to the interested user and are in
line with the project’s corporate identity. The website’s set-up ensures that the site is appealing, effi-
cient and intuitive. Since the development of the website is a continuous task, the website as pre-
sented in this deliverable must be considered as a ‘snapshot’. Content will be regularly updated. Addi-
tional information and subpages will be introduced in the course of the project.

6 References
https://euras-project.eu/
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7 Annex

(1) Home

\
EU&)RAS

Research v Team -~ Patients v Events & News Contact

PATIENT
RESEARCH
PARTNERSHIP

© PATRAS

Towards New Treatments for

Neurodevelopmental RASopathies

N
EUERAS

Research ~ Team v Patients v Events&News Contact X B 0

A collaborative project to tackle
neurodevelopmental
RASopathies

RASopathies are a group of genetic diseases that cause a wide
range of symptoms, ranging from heart defects to varying degrees
of and While
muitidisciplinary symptomatic treatments are available for the
physical manifestations of the diseases, there is a lack of therapies

%)
<
&
=
&
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targeting specifically the neurocognitive symptoms.

EURAS bridges this scientific gap. 16 partners from 8 countries join
forces to achieve one shared goal: to develop new effective
therapies. including cutting-edge technologies for improved drug-
delivery, and to ensure operative disease management for
neurodevelopmental RASopathies.

read more
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EU&;RAS

rch ~ Team ~ Patients ~ Events & News Contact 9L
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START DATE DURATION BUDGET 16 PARTNERS
01JUNE 2023 48 MONTH € 8.5MIL. 8 COUNTRIES

N
EUSRAS

A joint effort between patients and
researchers
Patients’ perspectives are at the core of EURAS. The project was

Initiated by committed parents whose children live with
RASopathies. Now, EURAS brings together 1,200 families affected

by hereby inga 2
transnational network for support, exchange and awareness- g
raising. °

Patient Organisations are key partners within the EURAS network.
They support the set-up of a PATient registry of RASopathies
PATRAS. This is a unique opportunity for clinicians,
bioinformaticians and researchers to access data from large patient
cohorts. It will allow to generate new disease models to uncover
disease mechanisms and develop innovative methods for drug
delivery to the brain.

read more

EuU \'j KRA>

Research ~ Team - Patients ~ Events&News Contact X @ 0

News

© PATRAS

EU$)RAS

Patient Research Partnership

Towards New Treatments for
Neurodevelopmental RASopathies

wiww.euras-projecteu

01/08/2023 23/07/2023
EURAS Kick-off Meeting New Project “EURAS"”
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(2) Research (Sub-Section: Work Packages)

Y
EUE)RAS

Research ~ Team ~ Patients ~ Events&News Contact

of RASopathies will be d Approach Is will be analysed to understand disease mechanism and to identify
phenotypes and diseas Objectives [nologies for drug screening platforms and for drug delivery for the
brain will provide new e e treatments. Preclinical treatment trials will establish new effective
therapies.

Timeline

Communication activities will ensure optimal visibility, wide outreach to stakeholders and a solid base for results
management.

k For more information, please click on the graphic below

WP1

Project management &
scientific coordination

juawabebua juaped
g Juawabeuew uopeAoUU|
BdM

Work Package 8: Innovation management & patient engagement X

Work Package B is responsible for “Innovation management & patient engagement”. Innovation management will follow a multidimensional,
integrated and impact-oriented h. It will ensure i corr 1 and dissemination, optimal visibility and a wide
outreach to stakeholders. Strategic planning and implementation of exploitation will safeguard that the high-quality results are captured,
assessed and used. A proper IP management strategy will lay the foundation for further exploitation and sustainability activities
considering background knowledge of beneficiaries and newly created results.

> EURICE - European Research And Project Office GmbH
> Syngap Elternhilfe e. V.
> Universitatsklinikum Erlangen
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(3) Partners (Sub-Sections: Partners & Network)
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Patient Board Network

Funded by
the European Union




D8.1 Project website with contents for publics, experts, and patients EU \,> RAS

(3) Patients (Sub-section: Get Involved)

Y
EUEJRAS

Research ~ Team ~ ~ Events&News Contact

Getinvolved
M . 7]
The patient registry 3
<
EURAS establishes a transnational patient network for exchange, support and awareness-raising for ;
as rare di Patients and their families from around 13 countries are joining
the network, which also facili the ion of real Id data for neur ies. Syngap
Elternhilfe e. V. coordinates the recruitment for the planned European Patient Registry of RASopathies (PATRAS). On
the data-basis provided by PATRAS, clinici bioinfor icis and will identify "disease signatures”
to establish more accurate di ic p! d , identify effective treatment and provide patients with therapies

tailored to their specific needs.

Join the and help
PATRAS welcomes CFC, CS, and SYNGAP1 patients, as well as patients with Noonan Syndrome. Patients, families,
clinicians, and caregivers interested in this registry can pre-register.

registry here -

(4) Events & News

Y
EU#,RAS

Research ~ Team ~ Patients ~ Contact

EURAS Kick-off Meeting
EURAS Kick-off Meeting. 18 - 20 July 2023, Erlangen, Germany

From 18 - 20 July, EURAS held a very successful kick-off meeting in Erlangen, Germany. For the
first time, EURAS partners met face-to-fac...

New Project "EURAS"

A ing for Rare Neur 1t itiative for
Affected Children Leads to New EU Research Project EURAS

EU#,RAS

.
The EURAS consortium brings together patients and reseg... .
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